The purpose of this study was to explore the change and continuity in the engagement in life of people with advanced dementia. The idea of meaningful activities is commonly used in nursing research, but few studies have been performed on what makes activities meaningful. This study aims to shed light on the meaning of activities in a life course context, changes in activity patterns due to dementia disease, and the significance of narratives told by close relatives. The 11 stories of activities were analyzed using thematic narrative analysis with Leontyev's activity theory as a theoretical framework. The findings revealed several types of changes: slow and abrupt changes in everyday and physical activities, changes in the person's level of awareness, and changes in habits in new care settings and environments. The meaningfulness of activities was connected to a person's background, his/her motives, lifestyle and identity, and the contextuality of activities. Through the narratives, nursing care personnel could acquire a nuanced picture of the person and his/her engagement in life. These narratives are vital to helping people who have dementia to keep up with meaningful activities and enhance their quality of life, especially when the person has deficiencies in communication.
Introduction
Dementia disease (dementia, DD) is globally widespread (Prince et al., 2013) . In Norway, an estimated 70,000 people have DD, and the number is increasing worldwide (Norwegian Ministry of Health and Care Services, 2008) . The Norwegian government states that there will be an increasing need for dementia health care services in municipalities. The government notes that the concept of health care services should be understood from a wider perspective of living an active and meaningful everyday life. One strategy suggested by the government is enhancing the cooperation between health care personnel and the close relatives of people with dementia (Norwegian Ministry of Health and Care Services, 2006) .
This study was conducted as a part of a larger project "Life Stories, Engagement and Health Problems of Elderly Persons in Northern Areas, With Consequences for Care Services" in Northern Norway, and it explores narratives told by close relatives that relate to engagement in life in a life course perspective among the elderly with advanced dementia. Generally, people with dementia develop deficits in memory, thinking, and language. Additionally, apraxia and loss of executive functions are common. These deficits may have a considerable effect on the ability to plan, initiate, and participate in everyday activities, as well as special interest activities (American Psychiatric Association, 2000) . The research questions in this study are as follows: How do life stories told by close relatives illuminate the engagement in life from a life course perspective for people with advanced dementia? What is the significance of these life stories in the care of people with advanced dementia?
Background Meaningful Activities in Dementia Disease
There is a growing body of research on engagement in activities in later life for those with dementia. Engagement in meaningful activities is important for the well-being of people with dementia (Menne, Johnson, Whitlatch, & Schwartz, 2012; Phinney, Chaudhury, & O'Connor, 2007; Vikström, Josephsson, Stigsdotter-Neely, & Nygård, 2008) . Edvardsson, Fetherstonhaugh, and Nay (2010) reported on the content of person-centered care and noted that meaningful activities reaffirm residents with dementia in a nursing home as individual persons who are able to do things they enjoy (cf. Harmer & Orrell, 2008) . Activities provide feelings of participation and making a contribution (Edvardsson et al., 2010; Harmer & Orrell, 2008) . The adaptation of activities to one's abilities boosts a person's self-esteem (Edvardsson et al., 2010) , which has been described as important (Harmer & Orrell, 2008) . When activities were tailored to both skill level and interests, participation in activities increased (Hill, Kolanowski, & Kürüm, 2010; Kolanowski, Litaker, & Buettner, 2005) . In a study on the quality of life of people with cognitive impairment, Cahill and Diaz-Ponce (2011) identified pleasurable activities as one of the key aspects in a good quality of life.
The term meaningful activity is commonly used in the dementia care literature (Phinney, 2006) . While some researchers have contributed to this topic, there is no consensus on the definition of meaningful activities and what makes activities meaningful (Marshall & Hutchinson, 2001) . Harmer and Orrell (2008) identified several factors that make activities meaningful for nursing home residents. These factors were based on the values and beliefs related to the residents' past roles, interests, and routines. Additionally, Phinney et al. (2007) found that it is important to identify the activities that people enjoyed before the onset of dementia in order to create opportunities for involvement in activities that have been "meaningful in the context of past experience and everyday life" (p. 391). The authors stated that people with mild and moderate dementia found meaning in the everyday activities in which they used to participate. In accordance with this statement, earlier research identified the continuity of lifestyle and activities as important coping mechanisms for individuals with dementia (Menne, Kinney, & Morhardt, 2002) . The meaningfulness of activities is connected to the psychological needs of these people. These activities reinforce the sense of identity and belonging (Harmer & Orrell, 2008) .
In this study, the concept of meaningful activities is used more broadly to describe engagement in life. Meaningful activities encompass everything that makes life meaningful and worth living, including everyday activities and individual lifestyle.
Life Stories in Dementia Care
Life story or life history is "an approach which involves reviewing and evaluating an individual's life events by working with people and/or their families" (Thompson, 2011, p. 16) . In nursing, life story work involves the use of life stories as a tool for improving the quality of care. The benefits of different types of life story work are recognized today. Buron (2010) examined the effects of life history collages (a presentation of a patient's life history with pictures and text) on the nursing staff and found that they can improve the staffs' knowledge of the residents with dementia in nursing homes, which may improve the relationships and staff engagement in individualized care (see also Hansebo & Kihlgren, 2000; Luyendyk, 2007; Thompson, 2011) . Life story work is used in dementia care to enhance knowledge of identity, especially when people with dementia have problems relating a coherent account of their identity (Clarke, Hanson, & Ross, 2003; Crichton & Koch, 2007; McKeown, Clarke, Ingleton, Ryan, & Repper, 2010) . In dementia care, the life story approach is especially used to enhance individualized, person-centered care (Clarke, 2000; Clarke et al., 2003; McKeown, Clarke, Ingleton, Ryan, et al., 2010; Russell & Timmons, 2009; Thompson, 2011) . Life story work has also been shown to be beneficial in increasing the quality of care for long-term care patients with behavioral problems (Egan et al., 2007) .
McKeown , Clarke, and Repper (2006) report that patients' and their informal caregivers' views on life story work are less frequently reported than staff perceptions. Therefore, there is a call for the participation of all interested parties (Thompson, 2011) . When a family member gradually loses the ability to tell or remember his/her life story, close family members often support the patient by taking over the storytelling or adding details to the story. Research has shown that this type of collaborative storytelling can be a deeply moral activity for the patient and his/ her close relative(s) in that there is a strong commitment to supporting the patient's identity through the storytelling (Hydén, 2011; Lindemann, 2009; Phinney, Wallhagen, & Sands, 2002) . Findings on families who co-construct patients' life stories emphasize the importance of working alongside families to increase the transparency and mutual understanding of care between staff, relatives, and patients in home care settings (Keady, Ashcroft-Simpson, Halligan, & Williams, 2007;  cf. . It has also been noted that research on life story work in dementia care, and research, in general, is too often performed to or on people with dementia. Therefore, it is of great importance to consider families and people with dementia as active participants in research projects, despite the cognitive impairments of the latter group (Edvardsson & Nordvall, 2008; Surr, 2006) . Life story work with dementia residents in nursing homes may be difficult when residents lose their ability to speak. The lack of ability to communicate is a strong predictor of nursing home placement (Gaugler, Duval, Anderson, & Kane, 2007) , and in Northern Norway, 12.8% of nursing home residents cannot speak (Fjelltun, Henriksen, Norberg, Gilje, & Normann, 2009) . Therefore, there is a need to help keep the life stories of people with dementia intact (Mills, 1997; Örulv, 2010; Woods, 2001) , and Hydén (2008) suggests that close family members, or other people who know the patient well, may act as vicarious voices for the narratively impaired patient in telling his/her life story.
In this study, the concept of a life story is not understood as a single chronological biography, which is often called a life history. Here, close relatives of persons with DD have told multiple stories about engagement in life in a life course perspective. These stories shed light on how close relatives review and evaluate the changes and continuity in meaningful activities for people with DD.
Leontyev's Activity Theory
The stories about engagement in life in people with dementia are stories about continuity in some activities, but they mostly uncovered various breakdowns in activity patterns. To understand these breakdowns in engagement in life, we turn to the activity theory of a Russian philosopher, Alexei N. Leontyev (1904 Leontyev ( -1979 . He explains that activities are always inseparably connected to the place one lives and to one's life in a given society, as well as to the social relationships in one's life (Leontyev, 1977 (Leontyev, , 1978 .
For analytical reasons, Leontyev (1978) describes human activity as consisting of action or a chain of actions, which consist of operations. An activity has a motive (either material or ideal) and a purpose, and it always answers a need. Actions are conducted to achieve a direct goal and meet the need that the activity is meant to satisfy. Actions consist of operations by which we accomplish actions. The difference between an action and an operation is that operations are automatic components of actions, while actions are consciously conducted. Operations depend on human functions, such as neurological and cognitive function.
Considering patients with dementia, the breakdown in conducting activities may be caused by problems in various levels of activities when analyzing activities using activity theory. Dementia may affect a person's ability to conduct activities at a functional level. Many patients lose their ability to conduct everyday activities or hobbies because of deficiencies in their neurological and cognitive functions. These deficiencies cause impairments in the automatic operations and in intended actions, and as a result, the activity becomes difficult to accomplish, such as in apraxia (cf. Arntzen & Elstad, 2013) . The problem may also exist for another level of activity. To conduct an activity, one has to plan an action, often several actions, to achieve a goal on the way to attaining the purpose of an activity. There may also be problems in the motivational level of activity. According to Leontyev (1978) , an activity must have an object, a reason that is the true motive of an activity.
When investigating the possibilities for continuing to conduct a special activity, we suggest that it is important to use Leontyev's activity theory and see at which level the breakdown in the given activity occurs.
Method

Participants and Data Collection
The data for this study came from 11 interviews of close relatives of persons with advanced dementia. The participants either had responsibility for providing care for the person at home or carried a great deal of responsibility for the well-being of the person at the nursing home. There were eight women and three men in the sample. The participants were recruited using purposive sampling (cf. Thorne, 2008) . Leaders and head nurses in home care services and in nursing homes in two municipalities in Northern Norway, one in Finnmark and one in Troms County, performed the recruitment. The recruiters sent information letters about the project to people who they considered to be possible participants for the study. Three times as many letters were sent as the number of participants desired for the study. The participants signed informed consent forms, after which the first author conducted the interviews, either in a meeting room in a nursing home or in a hotel, according to the wishes of the participants. None of the participants withdrew from the study.
The life stories told in the interviews dealt with the engagement in life of three men and eight women approximately 82 to 97 years old (see Table  1 ). They lived in rural municipalities in the countryside. Three of the people were living at home, receiving care and practical help from their relatives in addition to extensive home care services. Eight people lived in nursing homes, either in a dementia care unit or in a general unit for the elderly. All needed extensive help in all activities of daily living, and they had cognitive problems, for example, with their orientation and memory.
The first author conducted the qualitative interviews (cf. Kvale, 1996; Kvale & Brinkmann, 2009 ) in autumn 2009 and spring 2010. The purpose of the interviews was to obtain rich data regarding engagement in life from a life course perspective, focusing especially on knowledge about possible changes in the engagement when having DD. The aim was to create a supportive "climate that allows for storytelling" (Czarniawska-Joerges, 2004; cf. Mishler, 1986; Riessman, 2008) . All of the participants were asked to speak freely about the engagement in life of their nearest relative with dementia over the life span. The initial question was "Could you please tell me about the activities and interests your close relative with dementia has been engaged in during his/her life?" The shared stories are hereafter referred to as life stories or narratives.
Life stories are stories about engagement in life, as well as how dementia influences that engagement. Even if all stories dealt with important events in a person's life, these narratives are not whole life histories because the aim of telling them was to discuss a specific part of a life history (Spector-Mersel, 2011) . The interviews moved back and forth in the life course. No straightforward "from birth to this day" stories were told. Mostly, relatives started by telling about the time when they observed the first signs of dementia in their nearest relative and how the disease had developed. They then moved on to describing the current situation and symptoms. This part of the interview served to also establish trust between the interviewer and participant. After this introductory phase, the participants moved to free stories about the past as well as the personality and the engagement in life of the person with dementia. During the interviews, the interviewer asked additional questions on the following subjects: how the engagement in life had changed during the life span; how health problems, especially dementia, had influenced engagement in activities; what were the person's potentialities in participating in activities today; and how the person in question prioritized different activities. Questions on these themes were asked only when the dialogue had not dealt with these subjects. The interviews varied between the participant sharing stories and a dialogue between the participant and the interviewer. The interviews ranged from 42 minutes to 2 hours, 11 minutes, for a total of 15 hours, 42 minutes.
Ethical Considerations
The study was approved by the Regional Committees for Medical and Health Research Ethics North. All participants were informed of the purpose and methods of the study. They were told that participation was voluntary and that they could withdraw from the study at any time without giving a reason. This information was given in writing and immediately before the interview orally. The participants were also told that their contributions would be kept confidential and unidentifiable during the research process, as well as in the articles published on the findings of the study. Written informed consent was obtained from all participants.
Data Analysis
The interviews were analyzed using thematic narrative analysis (Riessman, 1993 (Riessman, , 2008 . After transcribing the material verbatim, the interview texts were read and the tapes were listened to several times in order to obtain a preliminary understanding of the participants' stories of engagement in life of a person with dementia. The first author created a life span narrative on the basis of stories told in a life course perspective. Next, the interviews were examined for new emerging narratives, narratives in narratives about engagement in life, with a focus on detailed narrative patterns about activities and interests "inside" the overall life span narrative. The research is almost completely focused on what is told instead of on how the stories are told (Mishler, 1996; Riessman, 2008) . Riessman (2008) states that when using the thematic narrative method, the "data are interpreted in light of thematics developed by the investigator" (p. 54). Here, the thematics are influenced by the data themselves and the purpose of the study expressed by the research questions. Leontyev's (1977 Leontyev's ( , 1978 theory guided us in focusing on the fact that activities are deeply embedded in the social life, the local society with its culture, and the particular historical period. Consequently, it was important for us to look at changes and the continuity of engagement in life in close connection with the individual's earlier life and experiences. The narrative method is a tool for analyzing the embeddedness of activities. Through narratives, we could gain knowledge about how participants understand the engagement in life of persons with DD, not only from the point of view of having dementia but also from the point of view of their life as a lived continuum. Leontyev's theory therefore influenced the analysis in that the activities are investigated in the context of the life span. We aimed to avoid separating the activities from the stories of life.
We looked for different activities and interests that the persons with dementia had cherished in their lives. We were interested in the aspects in engagement in life that were presented in the life stories, how the engagement in life changed during the life span and with DD, how change and continuity were discussed as phenomena, and how the people with dementia were presented in the narratives. Additionally, we focused on which aspects in the engagement in life were signified as especially important and why, while looking for the meaningfulness of the activities. The last stage of the analysis included examining the findings and analyzing the purpose of each narrative, as well as what was at stake for the narrator, based on a report by Arthur Frank (2010) . All interviews were analyzed. The narrative patterns of the different ways in engaging in life were analyzed in the context of each narrative account and the individual life span narrative. As Riessman (2008) notes, in thematic narrative analysis, "analysis interprets and compares biographies as they are constituted in the research interviews" (p. 57) without fracturing the biographical accounts into categories. The data, the 11 life stories, were analyzed separately, one at a time, and then compared with each other to find similarities and differences, variations and discrepancies, in the persons' engagement in life. The examples chosen to represent the findings were chosen to illuminate the thematics developed during the analysis. Furthermore, they were chosen because they clearly show different aspects of the variation in the changes and continuity in engagement in life and not because they are especially representative of the whole material (cf. Frank, 2012) .
Findings The Life Span Narrative
The overall life course stories in this study address engagement in life in rural communities in Northern Norway. The participants quite vividly described the lives of their relatives. The narratives included stories about childhood in the countryside. Money had been scarce, and many of the people had to work with their parents in farming and fishing as children. The generation the persons with dementia belonged to had experienced World War II with the German occupation of Northern Norway in the years 1940 to 1945. When young or in early adulthood, they were deported to the southern parts of Norway during 1944 to 1945 while the Germans burned down everything these people had built up in Finnmark and in the northern parts of Troms, including houses, stables, and all material infrastructure. When these people returned to the North after the war, they started to rebuild their homes and local societies from nothing. They lived for many years in poor, temporary buildings with several people in one room before they had an opportunity to build proper homes. Life after World War II was difficult, and economic prosperity did not reach Northern Norway until later decades (Brox, 1966) . All of these facts formed the interests and engagement in life of the elderly. In the stories, the home place, women's hard work in farming and husbandry, and children and men's work on the farm and outside the home, such as in fishery and road building, were described in detail. The meaning of home was related as an especially significant factor in the lives of the elderly who had lost their homes during the war (cf. Dancke, 1986) .
The life stories were detailed descriptions of everyday life engagement in the life course, with a special focus on the later years with dementia. They included rich descriptions of the home place from childhood to the present, historical and economical background, and living conditions in the local societies in the given life course during and after World War II and to the present. The participants wanted to provide a good picture of the type of life their nearest relatives had lived and what activities and interests they had been engaged in and why. The participants moved back and forth in the chronological time line, talking about various activities and interests in the past, the present situation of involvement in activities, and their wishes about the activities of the persons with DD in the future.
Additionally, the participants' own lives from childhood to this day were related. The participants described their relationship with the person with DD and detailed their family life from their own perspective. When the participants were children of the person with DD, they showed great respect for the parents who had created good living conditions for them with very few material goods and made it possible for them to go to school and obtain a proper education. When the relative was a spouse, the stories often dealt with hard times in the past that were managed by both spouses' hard work, and with gratefulness for having a good life together in the present.
The Importance of the Telling
In the interview context, the first author did not ask why the participants had joined the research project. Still, all participants noted the importance of getting the chance to tell their story to the researcher. For many participants, the reason for taking part in the project was the possibility that the storytelling and research could change dementia care for the better. This hope was explicitly stated. The participants had acquired experience by living close to a person with dementia, and they wanted to share their knowledge of how a person with dementia may experience his/her illness and life. The participants argued for the importance of telling their stories by saying, "It has to come into light, how these people really experience their life." Several participants said that other people did not understand the lives of persons with DD, such as when they lack the ability to take care of their hygiene. It was impossible for the participants to expose these difficult situations at home to their friends and neighbors because it would have been humiliating for their relative with DD. Thus, a large part of the knowledge about living with dementia is hidden from society. The purpose of sharing the experiences was twofold. The participants wanted to increase the knowledge about living with dementia in general, and they wanted to share the difficulties close relatives may experience when taking care of a person with DD.
One reason for some participants to participate in the study was the fact that they had not been given a chance to tell their story to personnel in home care services or in nursing homes. The participants had a strong urge to talk about the person with DD because they were worried about the fact that nurses and other health care personnel might not know the person well enough to provide individualized care. In Norway, it is usual to have the person receiving care and/or the next of kin to fill out a questionnaire when the person enters a nursing home. These questionnaires include information about what the person prefers to eat and drink, what his/her interests are, who the most important people are for him/her, and other aspects of his/her everyday life. This information can be supplemented by a short written life history of important events in the person's life. Many of the participants had filled out these forms. In the home care setting, the participants did not mention having filled out any specific life history. The relatives of the persons in nursing homes noted that there was "something missing" in the information. They felt that they had not been able to give a good enough picture of their relative by only answering the questions and writing a short story. Several of the participants wished they had had a chance to tell their story to the nurses who took care of their loved ones in addition to filling out the questionnaire. I wish the nurses would take time to listen to me, like you have done. I try to tell about my mother, a little bit here, a little bit there. However, the nurses are busy. They do not have time to listen. No one has heard the whole story of who my mother really is. I really do wish I could have the opportunity to tell my mother's story to the nurses. (Line)
The expression "the whole story" encompassed several meanings. Mostly, the participants were worried that nurses did not know the personality of the care recipient. They noted that even if their relative had changed a lot because of dementia, they wanted the health care personnel to know what type of person the care recipient had been when healthy, and still was, in their eyes. The participants were eager to tell about the person's likes and dislikes, way of life, and habits in everyday life. They wished that their relative could continue his/her life in the way he/she had lived before the illness, even if the person him/herself could not talk about these wishes. The participants were also concerned about the right to dignity and authority over one's own life, even if dementia had made it impossible for the person to be independent. They noted that dementia had placed their relative in a very vulnerable situation.
Sliding From an Active Life to Passivity
Stories About Physical Activity and Everyday Life Activities. The participants stated that the lives of the persons with DD had become increasingly passive with respect to physical activity and everyday activities after they had developed DD. They described two different patterns of change toward a more passive life. In some cases, the reduction in activities could advance little by little, almost unnoticeably. In other cases, changes in the activity patterns could happen very quickly.
Usually, the reason for a major change in the activity patterns lay in the circumstances around the activity. Moving into a nursing home often created a clear distinction in the activity patterns of everyday and physical activities. People who had once been quite busy with different tasks and interests inside and outside of the home became passive because of the lack of possibilities to participate in previous activities.
She was immensely active at home, and they very often had guests . . . so she was a kind of housewife, it was always her who would do the cooking. So she took care of a lot [of things]. However, when she came to the ward [dementia care unit] she was just sitting. (Lillian)
Even if she [the mother] is fine now living in [name of a nursing home] and so, the physical decline is enormous, I think. She has become totally passive in her life because the meals come ready prepared. All those things she actually made in a way before, independently, by herself, even if it was not quite perfect, she did it. But the follow-up she gets now is really very good. But even so, she becomes passive. She does not need to do anything. (Kurt)
Well, she became gradually, she had had immense exercise here [at the farm]. It was too easy, the life there [in a nursing home]. It did not happen so quickly, but already 1 year later, it became clear that she was in a much poorer condition than she was [before] . (Hannes) The participants were concerned about the diminishing activities. When living at home, the space the person with DD mastered in everyday life became smaller and smaller, and the activities in which the person participated became fewer and fewer, or were less frequent, as the disease advanced.
Other times, the change in activities happened very slowly, little by little, so that it was difficult to realize when the person had ceased to conduct the activity. Elina had obtained a camera at a time when it was not common for everyone to have a camera, in the 1960s. She had been the member of the family who always took pictures at family gatherings. The pictures and photography were of great value for Elina. Ellen described her mother's hobby.
She has used the same camera, and it has, luckily, worked. It had not been possible to buy her a new one. It would be too difficult. So we have just had to . . . that she has used the same camera. And it has worked, luckily. We have just been sure to change the batteries. But it is . . . she has not, you see, now at Christmas Eve . . . We took a picture . . . But she was not thinking that she could have taken a picture. It seems to be gone . . . I have thought afterwards that it is long time ago she has taken pictures. . . . Just see how insidious it is. You maybe notice a long time afterwards that it is . . . [gone].
When Elina moved to a nursing home, she continued to take pictures for a period of time. She had taken pictures of flowers in her room and the nature outside her window. Ellen said that, at home, the pictures had always been put in an album, but in the nursing home, neither she nor the nurses had helped Elina put her pictures in an album. Additionally, Elina received no encouragement or help from the personnel to continue taking pictures.
All persons with dementia in this study had lived in the countryside for their entire lives. Thus, several participants mentioned the loss of going outdoors, walking in the fields or in the mountains, as a very notable change in the lives of persons with DD. The participants were concerned with how their relatives felt about the loss of contact with nature and animals and the loss of outside activities, such as fishing, picking berries, skiing, or driving a snow scooter.
[Mother is] very much a person who liked to be out in nature. Yes, like shooting grouses and ice fishing. Father and mother, when they were retired and so, they used to take the snow scooter and drive to the nearest lake to fish. They sat there for hours. Drilled holes and fished. And she thought that was nice. And to go and drive somewhere, she liked very much to go places. So she surely misses that, too. (Line)
The close relatives, knowing the person well, used their creativity to find activities the persons with DD could perform as a natural part of their everyday lives. For example, Agneta's husband had always been very eager to walk in the woods, pick berries, cut down trees, and fetch wood to warm the house. Because of poor sight and insecurity with respect to finding his way back home, he no longer took walks in the hills. Instead, Agneta sent him to buy groceries every day with a very short shopping list. As a result, her husband was able to exercise by walking 1½ kilometers to buy groceries every day. He could also meet acquaintances in the shop, which Agneta said was very important for him because he otherwise did not leave home without Agneta at all.
Similarly, Line organized activities for her mother. These activities were the ones her mother had been engaged in before she became ill. Line was concerned about her mother's habit of lying in bed during the daytime, so she wanted her mother to get up and be active.
She [the mother] took care of the home and made the dinner ready for him [the father] and for us [the children] when we came, then she washed up, tidied up, and sent food with us. Like that, you know, an old-fashioned mother [. . .] So I try to activate her a little without her noticing it, call her so that she has to take the telephone, has to get up and answer the telephone, and I ask, "Do you have any milk?" Even if I know she doesn't have milk. "Wait a moment." She has not looked after, so she has to go to the fridge and see. And then I ask: "Do you have this?" No, she has to go and see. So I have to "sneakactivate" her. (Line) Line took the initiative to drive her mother so that her mother could visit her sister and go shopping. Previously, her mother had enjoyed shopping with her neighbors, but when the dementia advanced, only Line could get her mother to go outside the home.
Kurt shared that his mother, Karen, had always been keen on knitting. Leontyev's (1977 Leontyev's ( , 1978 activity theory gives us a tool for analyzing Karen's knitting activity. Karen had no major trouble knitting at the functional/operational level. She knew how to knit and her hands "remembered" the movements of knitting. However, the conditions for the operations had to be right. Karen had to get help in getting hold of the wool and knitting needles that Kurt bought for her. Karen was able to achieve almost all of the practical goals for knitting. Karen's main troubles were in her motivational level for the activity. After moving from her familiar environment to a sheltered accommodation, she did not experience the emotional or cultural connectedness to knitting and stopped knitting almost entirely. When she moved close to her home, she seemed to feel more at home, which made it mentally and emotionally easier for her to take up knitting again. When Kurt gave Karen a motive, an object, for knitting, namely, the fact that her grandchildren needed socks, she started to knit. Because of her cognitive deficiency in memory, she did not remember that her grandchildren were teenagers, and she knitted only very small socks. Knitting big enough socks was a practical goal in conducting the activity of knitting, and Kurt helped his mother to overcome her memory problems by making a cardboard model. Kurt stated,
We kind of said to her that: "It would be nice if you could knit socks for the boys, the boys need socks," I say. And I made a kind of cardboard pattern for her so that she could see that the socks are the right size. (Kurt) Kurt meant that she needed motivation and encouragement to continue knitting, which she now obtained from the nursing home personnel who knew her well. Kurt mentioned that some cousins and his mother's earlier neighbor were working at the nursing home. Through knitting for her grandsons, Karen had her memory refreshed about the fact that she actually was a grandmother, and one of her grandsons said to her: "Grandmother, you cannot choose whether you are a grandmother or not."
Many participants stated that the person had too little to do in a nursing home and that he/she was just sitting there. The participants acknowledged the fact that dementia made it difficult to find activities that could be conducted in groups because each and every person had different interests and individual needs. In any case, they suggested activities, such as singing, reading newspapers, taking a walk, and discussing times gone by. In addition to these group activities, they wished that the person could receive individual help for participating in meaningful activities. They noted that the personnel took good care of the person, but they did not have the time for individual activities. Therefore, the need for individually planned activities was an area that was not properly addressed. Additionally, the timing of activities was often arranged in accordance with the schedule of the workload of the personnel instead of in accordance with the person's capabilities. Several participants wanted an occupational therapist or an assistant occupational therapist in the nursing homes to provide the residents with individual guidance for cherished activities.
The participants felt that they could not adequately help their relatives so that they could continue to be involved in their cherished activities.
Shifting Between Being in "the Inner World" and "the Outer World"
Stories About Awakenings Amid Confusion and Stillness. Several of the participants' stories dealt with confusion and stillness in the life of the person with DD. The participants said that it was difficult to contact the person because he/she "lived in his/her own world." Hannes shared that his mother, Hilla, seldom answered him even if he knew she heard him. When asked if there were times when Hilla was more receptive to him talking to her, Hannes said, Sometimes it happened when I drove her out [in a wheelchair] and she saw sheep and cows, then she made comments about it, like "There are cows there" or "There are sheep there," but not otherwise.
Hilla also "woke up" when she was looking at pictures with Hannes.
She has two photo albums there [in the nursing home]. I don't know how much she uses to . . ., but when we visited her, we used to look at them. It woke her up in a way, exercise for the brain.
It bothered Hannes that he could not connect with his mother and that she received too little stimulation in everyday life in the dementia care unit. Hannes tried to visit her as often as possible to make sure that she had company. This was a concern for other relatives, too. They did their best to make sure that something nice was happening in her life.
We have also noticed that she is clearer sometimes, compared to other times, especially when she is stimulated over a period of time. In summer time, for example, we take her on a trip every other day by car, and sometimes here [her own home] and then we realize that by and by she awakens a little, mentally I mean. (Really!) Yes. It is the lack of stimuli. We don't have time to go there every day . . . In the summer for 2-3 weeks, I have guests, and my sister, she used to go there [the nursing home] and I go there for the 2-week period, so she has visitors maybe every day or every other day. That helps. We have noticed it year after year. (Hannes) The relatives tried to do things they knew Hilla would find interesting. In this way, they worked hard to help her awaken.
Changing Habits in New Settings
Stories About How Activities Are Influenced by New Care Settings and Environments. Several of the participants noted how changes in the way care was given and changes in living circumstances affected the engagement in life and the lifestyle of the person with DD. Generally, the participants reported that they cared for the person with DD at home as long as possible. The relatives of home care recipients shared that they and the care recipients were worried about the fact that the care recipients might not be able to live according to their own wishes and routines in a nursing home. Even when the person was living at home, home care personnel were too dominant, according to some participants. The personnel made care decisions without discussing them either with the care recipient or with close relatives who were in charge. Line described her mother's encounter with home care services.
Well, mother is a typical B person [a person who likes to stay up late and wake up late]. And in the beginning, they gave her sleeping pills so that she would sleep in the evenings. It took a long time before they understood that she is a B person. She did not get up before 2 or 3. So they took away those sleeping pills and then, not until then, they discover that the woman is awake! . . . Why should they drug her down at 9 o'clock in the evening already? . . . So not until then they noticed what a lively woman . . . [she is]. (Line) Line and her mother were afraid that the mother was being forced to change her lifestyle to meet the expectations and rules of the nursing home.
There were examples of how the nursing home rules conflicted with the maintenance of a resident's personal life and values. As described earlier, taking photos was the most important leisure activity for Ellen's mother, Elina. Ellen shared that Elina had had walls full of pictures at home. When Elina had to move to a nursing home due to dementia, Ellen had tried to make Elina's room as cozy and homey as possible. She wanted to hang up pictures of family members on the walls in her mother's room.
We have tried to take the pictures she had at home, of the children and grandchildren. Yes, we have tried to arrange them in the same way they were at home. Not all of them because they had a great many pictures, so that there are only like . . . You cannot hang up pictures everywhere. It is not allowed. They have a kind of . . . wooden board or so. (Ellen) In Elina's room, there was only one row of pictures on one wall attached to a long wooden board. Otherwise, the walls were white and empty. The additional pictures were in piles in a drawer. When Ellen was told about the rule for hanging up pictures, she had not asked whether it would have been possible to make an exception for the sake of Elina's feeling of belonging.
Moving to a nursing home also influenced the activity patterns of the persons with dementia in the sense that the activities now had to be conducted literally "on foreign soil." Ellen reported that her mother had always liked to work in the garden.
She liked very much to take care of flowers, so she likes that. [. . .] They [the nursing care personnel] see that she has always flowers, like . . . potted plants in . . . Yes, she likes that. However, when Elina was asked to take care of a flowerbed at the nursing home, she did not want to participate because "it was not her flowerbed." She just liked to look at the flowers.
The interest in activities may also vary due to language settings. Kurt talked about his mother, Karen, and how her interest in knitting had varied according to the place where she was living. When she moved into a sheltered accommodation located in the community center far from her home, she did not hear the Sami language. Karen's mother tongue was Sami, and there were no Sami-speaking nurses there. After a while, she was placed in a nursing home with a small dementia care unit close to her home. This had a definite effect on her knitting.
She knitted a lot in [name of the home place] when she lived there. When she moved here in [name of a municipal center] she knitted little . . . Well, not that much. So when she moved to [name of a nursing home near home], she started to knit . . . There are people there who know her and who know her interests, and they can talk Sami with her. (Kurt) Kurt meant that hearing Sami helped his mother return to some of her interests. Karen also spoke Norwegian, so there had not been any problems with her understanding what was said in the shelter. In the nursing home, many of the caregivers had taken a language course in Sami and could offer good care for the Sami patients. Kurt said that he and other relatives appreciated that very much. Additionally, the personnel knew Karen's Sami cultural background well. This may also have been an encouraging factor.
Discussion
Engagement in Life and the Contextuality of Activities
To make the present interests, activities, and identity of the person understandable to the listener, the participants sought to tell a coherent and meaningful account of the person's past as they had understood it (cf. Kerby, 1991) . Kerby (1991) writes that the past is "the context within which the present becomes meaningful" (p. 22). A rich description of the person's life was told as a background for the engagement in life, and the activities and interests were all presented in the context in which they were conducted.
The participants described the changes in activities of persons with DD as either slow or very abrupt. One of the most significant reasons for a sudden change in activity patterns was moving to a nursing home. Moving to a nursing home literally ripped Laila and Karen from their roots and a familiar way of life. Here, there are several reasons for the breakdowns in engagement in life. Because activities take "place in the midst of people, or eye to eye with the surrounding object world" (Leontyev, 1978, p. 84 )in other words, in the place in which one lives and in the local society-it is understandable that Laila and Karen lost their home-based activities. The work that was a natural part of the life on the farm had no part in their new lives (cf. Harmer & Orrell, 2008) . There was no need to cook, as dinners came prepared. The need, motive, and purpose for cooking or working on the farm were gone.
Activities are integrated as a part of our life through the meaning they carry in life. Many of them are interwoven as common routines in everyday life. There are several examples in the study of activities in everyday life. As Line said, preparing meals for the family, being "an old-fashioned housewife," was a necessary task of great significance in the family. The participants also saw it as a symbol of care, belonging, and togetherness. These aspects added significantly to the positive experiences and meaningfulness of the activity. It is known that there is a decrease in engagement in activities of persons with DD and that this is a significant concern of spouses and other close next of kin (Colling, 2004; Harmer & Orrell, 2008; Vikström et al., 2008) . The participants made conscious efforts to stimulate the persons with DD on the basis of the knowledge they had of the persons' earlier habits. It was important for the participants to keep up earlier activities because these activities had been meaningful for these people, which is in accordance with the findings from the study by Harmer and Orrell (2008) . They also found that the main factors that made activities meaningful appeared to be connected to the persons' past roles, interests, and routines and that women especially expressed enjoyment in domestic activities, particularly if these were not too demanding. Giving support and making activities easier to conduct seem to be common strategies that family members often use in stimulating people with dementia (Kolanowski et al., 2005; Menne et al., 2002; Phinney, 2006; Vikström et al., 2008) .
Agneta, who sent her husband Arne to buy groceries every day with a short shopping list, stated that it was important for Arne to feel that he is needed and that he contributes to their mutual everyday life, which other studies have confirmed as being important for individuals with DD (Edvardsson et al., 2010; Harmer & Orrell, 2008) . At the same time, Agneta made sure that Arne had physical and mental activity. Previous studies have shown that enjoyable home-based activities are related to better well-being (Letts et al., 2011; Menne et al., 2012; Phinney et al., 2007) , as well as better health (Letts et al., 2011) , and they should therefore be encouraged.
The participants were quite worried about their relative with DD becoming passive. Passive behaviors and apathy are seen frequently in persons with DD, (Brodaty & Burns, 2012; Colling, 1999; Lyketsos et al., 2002; Starkstein, Jorge, & Mizrahi, 2006) , and residents in nursing homes run a significant risk of passive behavior due to the nature of the disease and because of a "lack of appropriate stimulation from social and physical environment" (Colling, 2004, p. 117) . Colling (2004) found that passive behavior was brought on by decreased or increased environmental stimuli, being alone, loss of control, feelings of helplessness, loss of cognitive abilities, and being in unfamiliar surroundings. Bearing this in mind, it is quite understandable that even smaller changes in the context around activities, not to mention a major change like moving to a nursing home, may result in passive behavior such as apathy in persons with DD. Laila and Karen became quite passive when they moved to a nursing home. Moving to an unfamiliar place may trigger feelings of helplessness and loneliness. Additionally, loss of control over one's everyday life when moving to a new place may result in apathy. Liisa and Arne did not go out in the mountains because their cognitive abilities of memory and recollection of familiar places had declined. Thus, they lost a major part of their active life.
Apathy is known to be associated with more severe cognitive deficits (Starkstein et al., 2006) and functional impairment (Cipriani, Lucetti, Danti, & Nuti, 2014) . Starkstein et al. (2006) concluded that a faster cognitive and functional decline is seen in persons with apathy than in those without among persons with DD. Additionally, more severe impairments in the activities of daily living are associated with apathy in DD (Politis et al., 2004; Starkstein et al., 2006) . Apathy may result in failure of rehabilitation, poor physical condition, and social isolation (Politis et al., 2004) . Apathy is also strongly associated with worse well-being in a study of quality of life among nursing home patients with DD (Mjørud, Kirkevold, Røsvik, Selbaek, & Engedal, 2014) . Seen from the caregivers' perspective, passive behavior often goes unnoticed (Colling, 1999) . On the other hand, apathy may be exhibited as combativeness and being uncooperative with care, and it may cause much distress for caregivers (Politis et al., 2004) .
It is important to address apathy in persons with DD because the consequences of not doing so are so profound. Kolanowski has performed substantial research on how to tailor activities for persons with dementia. She and her colleagues have created a need-driven dementia-compromised behavior model for dementia care (Algase et al., 1996; Kolanowski & Rule, 2001) . This model suggests that looking at background factors (e.g., cognitive ability, health status, and psychosocial factors) and proximal factors (e.g., physiological and psychological needs and physical and social environment) promotes understanding of the behavior of a person with DD. Kolanowski notes that the psychosocial factors, such as premorbid personality and especially the style of interest, are significant in arranging activities for persons with DD (Kolanowski, Buettner, Costa, & Litaker, 2001 ; see also Smith, Kolanowski, Buettner, & Buckwalter, 2009 ). To determine the style of interest, it is important to discover a person's occupational roles, preferred activities and habits, lifetime experiences, and psychosocial history connected to experiences in life (life story) and personality patterns (e.g., openness to ideas and activities and conscientiousness; Kolanowski, Bossen, Hill, Guzman-Velez, & Litaker, 2012; Kolanowski & Buettner, 2008; Kolanowski & Rule, 2001) . Personality and individual preferences influence both the type and the number of activities in which a person prefers to be engaged. Some persons with dementia need to protect themselves from an overflow of stimulation (Colling, 2004) , which has to be taken into account when planning activities.
As habits and preferences are created through a lifetime, Kolanowski's use of the need-driven dementia-compromised behavior model when tailoring activities to suit a person's style of interest is well in line with Leontyev's (1978) theory of activities as part of the individual's life, his/her social relations, and the society he/she has lived in. We suggest that discovering the activity patterns of a person with DD and the context of activities may help health care personnel to arrange potentially enjoyable activities in a way that motivates a person with apathy to participate.
All in all, accessing the contextuality of the activities helps us understand the meaning of activities more deeply. Losing home-based activities may mean losing one's lifestyle continuity, as Menne et al. (2002) have reported, as well as losing a part of one's identity and role in the family. In our study, it became clear that without the need, there is no motive to conduct an activity. Therefore, working to maintain activities in people with dementia may include several aspects, such as discovering the context and the setting in which the activity has been conducted, creating a need and a motive for an activity, helping the person with external and social conditions, and guiding the person in conducting an activity (cf. Leontyev, 1978) .
Activities, Identity, and Environment
The relatives stated that creating a homelike setting for their relatives with dementia was very important to them. Morgan and Stewart (1999) also found that family caregivers, as well as staff, felt that the "residents should be cared for in an environment that was a continuation of what they had experienced before they became institutionalized" (p. 110). Familiar objects can convey symbolic meanings of everyday life when living in a nursing home (Edvardsson, 2008) , as well as enhance the capacity to gain familiarity with the past (Zingmark, Sandman, & Norberg, 2002) .
For Elina, photography and pictures were a significant part of her life and her identity, but the rules in the nursing home did not allow her to decorate her room as she wanted. The feeling of being at home is important for people (Zeisel, 2005) , and familiar objects may enhance feelings of at-homeness in people with dementia (Edvardsson, 2008; Zingmark, Norberg, & Sandman, 1993) . In dementia care, homelike environments are associated with better quality of life (Moyle & O'Dwyer, 2012) , improved intellectual and emotional well-being (Day, Carreon, & Stump, 2000) , reduced confusion and anxiety (Cohen-Mansfield & Werner, 1998; Edvardsson, 2008) and reduced agitation (Zeisel et al., 2003) . 1 Personal belongings are important for enhancing positive behaviors (Coons, 1990) . Having pictures on the wall the same way that Elina had at home might have enhanced her feeling of at-homeness as well as her identity.
As personalized objects support the continuation of the self in people with dementia (Edvardsson, 2008) and encourage them to participate in social interactions and meaningful activities (Cohen & Weisman, 1990) , creating a homelike atmosphere should be of great importance in dementia care. Zingmark et al. (1993) found that the experience of at-homeness was related to the experience of meaning and wholeness, where the feeling of wholeness was experienced as being connected to one's past and future. Personal belongings facilitate feelings of recognition of oneself (Edvardsson, 2008) and help people with dementia maintain their identities (Coons, 1990) . For Elina, her most cherished hobby, photography, was significant for her in several ways. It defined her identity as the photographer in the family, and it was a meaningful activity that gave her substantial pleasure. Being active in photography could have had a positive effect on her feeling of coherence about her identity, which is connected to this activity, and with a little help, she might have been able to carry on with photography much longer than she did. As Bruce, Surr, Tibbs, and Downs note (2002) , people with severe dementia need a care environment that helps them retain a positive sense of identity, and because of memory difficulties, there is a need to be reminded of who they are.
Several participants noted that home had a special meaning for the generation of the elderly in question because of the experiences during and after World War II. As Leontyev (1978) writes, every historical period of life is realized by human activity, which addresses the needs in a given situation in a given society. Activities conducted during people's lifetimes connect them to the places where they live. Building a home after the burning of Northern Norway was a tedious and difficult project because of the shortage of materials. The construction often required years to finish, and afterward, some of these people never moved anywhere else before they had to move to a nursing home. During the interviews, the stories of homes were related with special respect. Because they were once deported from their homes, moving to a nursing home may have been even more devastating for this generation than we can imagine. Cognitive impairment due to dementia may have made it very difficult to understand why one has to move, and the insecurity and trauma experienced earlier in life may have been freshly activated. Because of their personal experiences and the historical period of World War II, it may be particularly important to make rooms in the nursing home as homelike and individual as possible.
The impact of cognitive impairment on outdoor activities was clearly observed in the stories of both groups: those living at home and those living in nursing homes. Difficulties in orientation and problems caused by declining functions of senses and health were among the reasons for diminished outdoor life. These findings correlate with the findings of Duggan, Blackman, Martyr, and Van Schaik (2008) that people with early and moderate dementia experience a pronounced reduction in the acces-sible outdoor environment due to this disease. In our study, the participants considered it effectively impossible for those who had moved to a nursing home to learn to find their way safely in new outdoor environments. Engagement in outdoor activities and merely going out were often totally dependent on the determination of and help from nursing care providers and residents' relatives. Mitchell and Burton (2006) reported the following six requirements for outdoor environments to be dementia-friendly: familiarity, legibility, accessibility, comfortableness, and safety. The participants in our study praised safe outdoor areas that residents could visit by themselves, such as gardens surrounded by fences. These areas facilitated the possibility of getting out-ofdoors and promoted the residents' own decision making, wherein the latter was generally seen as an important, but difficult, issue to promote in dementia care (cf. Zingmark et al., 2002) . Findings based on several studies have concluded that going outdoors regularly may contribute to the well-being of people with dementia (Duggan et al., 2008) , while a reduction in a person's normal outdoor activities can heighten the risk of depression, which a cognitive decline already poses (Paterniti, Verdier-Taillefer, Dufouil, & Alpérovitch, 2002) .
Losing the possibility of experiencing nature was reported as a great loss in several ways. The persons with dementia lost a significant way of connecting to the place in which they lived, participation in recreation, and a part of their identity. Kaplan (2001) , when investigating mental fatigue, concluded that knowledge of what type of environment one finds particularly restorative and what to look for in restorative environments is essential when trying to understand the aspects that may influence restorative experiences. He underlines that a beneficial experience of nature "is highly dependent on the environment and whether (and how) the individual is relating to that environment" (p. 498). In the context of dementia, this might imply that it is essential to know that a person has had a very close connection to nature (cf. Drageset, Normann, & Elstad, 2013) and to understand what type of activities may help the person to connect with nature in a way that feels natural. Being able to experience nature may have a positive impact on a person's sense of belonging and sense of self. As noted by the participants, a sedentary life also resulted in poor physical conditions for people with DD (cf. Harmer & Orrell, 2008) , which is generally harmful to care recipients' health and may accelerate the advancement of dementia (Harmer & Orrell, 2008) . In conclusion, outdoor activities were seen to be important and meaningful for people with DD for physical as well as psychological reasons. Leontyev (1978) writes that it is essential to understand the personality of an individual in connection to activities. He perceives an individual as a wholeness with special features and a personality as something that has been developed in "social relationships into which the individual enters in his activity" (p. 152). In accord with Kolanowski et al., 2005;  see also Kolanowski & Rule, 2001 ) research on activities and personality, this study acknowledges the close interdependence between personality and activity. Furthermore, the study supports that obtaining knowledge about cherished activities and their context, the individuals' personal history, and the type of functional impairment is important for nursing in order to be able to support the care recipients' continuance of activities, enhance their sense of belonging and continuity in life, and strengthen their sense of self and identity.
Activities and Relational Aspects
The relational context of activities was related vividly in the narratives. Leontyev (1978, p. 84) sees human life as a totality, a system of different activities replacing one another. He notes that no activity takes place isolated from social relations. In the stories of activities, family members especially played a significant role. Karen knitted socks for her grandchildren so that they could play outside without being cold; meals were prepared primarily for the family but also for other relatives and guests. These types of relational aspects of activities are closely connected to the meaningfulness of activities because they, in their own way, give motivation and purpose to activities (Leontyev, 1978) . Additionally, the relational context of activities gives identity to those conducting them. As mentioned earlier, Liisa was recognized as the photographer in her family, and Kurt encouraged Karen to knit, appealing to her traditional grandmotherly sense of responsibility. Surr (2006) found in her study that social roles are important for persons with DD. The way that home care staff and family members, as well as other residents, perceive people with DD is significant. Activities connect these people closely in their family relations. Through these activities, people with dementia may gain identity.
The relational context allows for mutual reciprocity in conducting activities, which is usual for activities. A system of activities includes several people who are at each other's service through conducting activities. To find activities that enable persons with dementia to acquire the experience of leading activities is important because they are often only recipients, with few possibilities of being a provider of activities (cf. Harmer & Orrell, 2008) .
In this study, the importance of the relational context of activities can be seen in Hilla's awakening when she saw pictures of familiar faces or sheep in the field. Here, the meaningfulness of activities supposedly increases from the familiarity of social contacts and a close relation to sheep and a "hands-on" experience in sheep husbandry. Normann, Asplund, Karlsson, Sandman, and Norberg (2006) found that when walking outside, the scenery and the possibility to create a close relationship with the walking partner were beneficial for experiencing episodes of lucidity in people with dementia. Due to cognitive impairment at the functional level, it is often difficult for a person with dementia to recognize and relate to people and the things around him/her. Still, it is clearly seen that familiar activities and people are meaningful for these people and, as such, may wake them up from a state of withdrawal. Leontyev (1978) sees "individual consciousness as a specifically human form of subjective reflection of objective reality" (pp. 119, 119) in a society consisting of social relations realized by activity. Activities, their relational aspects, and consciousness are seamlessly connected to each other. Activities seem to have the power to positively influence the state of consciousness of a person with dementia, especially when the meaning of relational aspects is known and intentionally used in the engagement of persons with DD.
Habits and the Ownership of Activities in a Nursing Home
The participants wished that the persons with DD could continue the lifestyle they had become accustomed to over the years (cf. Menne et al., 2002) . They expressed their concern that the care recipients were not able to promote their wishes and preferences for activities and everyday life habits to the nursing care personnel due to their cognitive impairment or problems with communication or simply because the elderly were unaccustomed to expressing their wishes to a third party who represented public authorities. The participants said that the older generation was not accustomed to demanding anything for themselves. As a result, people of this generation often quietly submitted to rules and initiatives. This was the case when the nursing care personnel made Liisa take sleeping pills simply because they did not know Liisa's circadian rhythms. Line reported that she and her mother, Liisa, were afraid of Liisa having to move into a nursing home and needing to succumb to even more "unsuitable" rules instead of living according to her own habits and preferences.
Living with dementia often means losing control and self-determination (cf. Clare, Rowlands, Bruce, Surr, & Downs, 2008) . The difficulties in conveying one's own needs and preferences add to these experiences. Taking care of people with dementia is a demanding and complex task, and according to Bruce et al. (2002) , "there is a tendency for an inverse care law to apply, whereby those with the most complex problems are least likely to have their broader needs recognized and met" (p. 346). Buron (2008) claims that without reciprocal communication, maintaining personhood is difficult because the person with DD has problems verbally conveying who he/she is as an individual. Without verbal communication, it becomes more difficult to become acquainted with the individual features of the person and his/her history. Personal history and one's personality also include the history of habits, preferences, and lifestyle. Leontyev (1978, p. 156) expresses this by claiming that the real basis of human personality is the aggregate of his multifaceted activities in a social world. Because personality is closely tied with a person's activities (Kolanowski & Rule, 2001) , it is essential that the nursing care personnel collaborate well with close relatives in gathering relevant information of the person's lifestyle to enhance that person's well-being, personal integrity, and control in everyday life.
The feeling of ownership and the right of selfdetermination seemed to be important for the people in this study in their efforts to continue participating in cherished activities. According to Leontyev (1978) , activities are dependent on external conditions because we adjust our activities to the conditions. However, at the same time, these conditions carry motives and goals. Changes in the conditions of activities have a great impact on how persons with dementia evaluate their possibilities in conducting them. For example, in the aforementioned example, care providers entered Liisa's home and decided for Liisa how she should arrange her everyday life concerning when to sleep and when to be awake. For Elina, the rules in the nursing home and the fact that she was not encouraged or clearly given permission to take pictures were enough of a hindrance to make her stop photography altogether. Elina refused also to take care of flowers because the flowerbed was not hers. The question that arises here is who is in charge when decisions about the care of a person with DD are made.
The right to participate in decision making for one's own care and the possibilities for exercising autonomy have been discussed in the research literature. Organizational routines and the philosophy of care influence a person's possibilities in participating in decision making (Boyle, 2008; McCormack, 2004) and activities (Atwal, Owen, & Davies, 2003) . Helgesen, Larsson, and Athlin (2010) found in their study on patient participation in everyday activities in special care units that residents' abilities and wishes to participate in decision making decreased when the personnel acted paternalistically. Harmer and Orrell (2008) state that older people with dementia are more often placed in a sick role, a role of dependency, with little opportunity to exercise autonomy than their cognitively healthy counterparts. The findings in our study are well in line with these findings. The participants noted that due to cognitive impairment, the persons with DD were often seen only as care recipients rather than as participants or decision makers in their own care, while the personnel actively took responsibility for providing sufficient care. In Liisa's case, sufficient care meant getting her to bed early. The problem was that this was not the way Liisa had lived or wished to live her life. The paternalistic way of providing care implied that health care personnel did not ask Liisa or her daughter Line about Liisa's wishes or habits.
In Elina's case, institutional rules hindered her from having pictures on her walls, even if the pictures were very important to her quality of life, identity, and sense of continuity in life. It is clear that even if we call a nursing home the last "home" for a person with dementia, it is not exactly a home. At home, those who live there have the right to decide how things are arranged, but in Elina's case, the institutional rules were implemented instead. Several participants noted that the older generations were modest and did not claim anything for themselves. The elderly, having experienced the war and the hard times after the war, were content when their basic needs were fulfilled. Still, it surprised the first author, who conducted the interviews, that not even Elina's daughter questioned the rightfulness of the nursing home rules. Boyle (2008) notes that "autonomy over everyday life is fundamental to the quality of life of older people in long-term care" (p. 300). Elina's case is one example of the disparities between institutional regulations and quality of care, and there are other examples of ill-fitting policies that constrain individualistic, humanistic care. Kontos, Miller, Mitchell, and Cott (2011) found that when health care personnel choose to break the institutional rules, it is often done to individualize care, which in Elina's case would have been essential for her quality of life. Boyle (2008) claims that "constraining the decisional autonomy of people with dementia can contribute to their cognitive disability" (p. 304). For Elina, this became true in two ways. First, Elina was not allowed to exercise decision making in choosing pictures to decorate her room. Second, her wish for and her ability to take pictures diminished and were even unnoticed by her close relatives because the personnel did not consider it important to encourage her or to give her permission to take pictures. Naue and Kroll (2009) state that people with dementia repeatedly experience an inability to influence their life and environment because they are denied opportunities to regard themselves as "agents in their own right" (p. 31). Experiences of not being given autonomy may have a severe impact on a person's ability to function, which may lead to learned helplessness. Boyle (2008) considers autonomy to be a luxury in long-term care. Considering that conducting activities is dependent on both external and internal motives (Leontyev, 1978) , it is vital for health care personnel to focus on both types of motives when encouraging persons with dementia to stay active. Whitlatch and Menne (2009) claim that it is critical to acknowledge and support people with DD throughout the decision-making process to ensure their autonomy, identity, and quality of life throughout the progression of their illness (cf. Clare et al., 2008) . A finding in our study, supporting people with dementia in decision making and allowing them to exercise autonomy over their everyday life are vital for maintaining their involvement in meaningful activities.
Life Stories, Personhood, and Identity
One of the main findings in this study was the importance that the participants placed on the telling of the story of engagement in life. In the stories, the participants focused on the person's identity. There has been a long discussion about the identity of persons with dementia in research. Surr (2006) notes that "traditionally, dementia was viewed as a process of inevitable decline, to the point of loss of the properties of being a person, such as self" (p. 1720). Aquilina and Hughes (2006) state that people with dementia may be treated as "already dead" or as "walking corpses" who should be both pitied and feared. Behuniak (2011) uses even stronger words by comparing people with DD with zombies. She states that "the 'demented' person loses autonomy, dignity, respect and control" (p. 84). As a consequence, there has been a great deal of shame, stigma, negative selfstereotyping, and depersonalization connected to the diagnosis of dementia (Behuniak, 2011; Sabat, 2003; Sabat, Johnson, Swarbrick, & Keady, 2011; Scholl & Sabat, 2008) . Kitwood (1997) explained that these views in the care settings resulted in "malignant social psychology," that is, interaction that depersonalized people with DD. His definition of personhood is that "[i]t is a standing or status that is bestowed upon one human being, by others, in the context of relationship and social being" (p. 8), emphasizing the nature of the self as social (Kitwood & Bredin, 1992) . Kontos (2004 Kontos ( , 2005 Kontos ( , 2012 , on the other hand, argues that the selfhood is always embodied. She sees the body as fundamental to the whole of selfhood and claims that "[p]ersonhood persists as an embodied dimension of human existence" (Kontos, 2005, pp. 556, 567) . Embodied life experiencesone's own life history-may thus be regarded as a central dimension of personal identity. Both researchers, from their very different point of view, argue for addressing identity to enhance person-centered dementia care. In this study, the identity, personhood, and personality are connected to activities, implying that identity is embodied. However, there is also a third perspective on identity on the basis of our study, namely, to see identity as narrative. Nelson (2001) states that "[i]dentities are not simply a matter of how we experience our own lives, but also of how others see us" (p. 81). She notes that it is quite common for other people to tell stories about us with the consequence of assigning us an identity. The narrative approach of identity builds from the premise that narrativity is a condition of the social being and social consciousness and that "social identities are constituted through narrativity" (Somers, 1994, p. 621) . Identity is seen as a process and as being relational in a way that "embeds the actor within relationships and stories that shift over time and space" (p. 621). According to narrative theory, we live in the midst of stories. The participants strongly felt that the prevailing story of dementia was a story of "mindless" people without identities. These prevailing stories may be defined as public narratives that are "attached to cultural and institutional formations larger that the single individual" (Somers, 1994, p. 619) or master narratives, "the stories found lying about in our culture that serve as summaries of socially shared understandings" (Nelson, 2001, p. 6) . However, it is important to note that these narratives are also publicly contested and that they do not necessarily determine individual attitudes. Hydén and Örulv (2009) state that many people with cognitive deficiencies are often seen as having lost their sense of self and identity because they have problems talking about themselves. They define the "problematic, precarious, and damaged narratives told by people who in one way or another have trouble telling their stories" as broken stories (Hydén & Brockmeier, 2008, p. 10) . They note that it is usual for close people to act as vicarious storytellers for the narratively impaired people, supporting, supplementing, or substituting the voice of the person. The participants wanted to oppose to the negative, depersonalized understanding of a person with dementia by telling a story of someone who was specific, an individual who was something more than his/her disease (cf. Hydén, 2008) . These stories that resist public narratives may be called counterstories. Nelson (2001) defines a counterstory as "a narrative that takes up shared but oppressive understanding of who someone is and sets out to shift it" (p. 69). Through stories, the participants wanted to bring forth the personality and identity of persons with DD so that nursing care personnel could see the person as an individual with his/her own personality and mind, as well as his/her own needs and wishes, that is, identity.
The participants understood themselves as vicarious voices for the people with dementia and said explicitly that it was important to discover how people with DD experience life with their disease. The central question one should pose to stories, according to Frank (2010) , is what is at stake for whom in the story. There is a risk that the personhood of people with dementia will be discounted (Buron, 2008; Kitwood, 1997; Palmer, 2013) , and the participants were aware of that risk. In their stories, the dignity, personhood, and identity of people with cognitive deficiencies were one of the main issues. According to Hydén (2008) , the people acting as vicarious voices seem to have, as their moral task, to respect the disabled person's claim to personhood and to honor his/her identity and sense of self. This implies that substitutive story telling has to include a firstperson perspective. The participants had a very close relationship with the person with dementia, and each and every one of them had taken the main responsibility in their family for the person's care. This responsibility included the social and the psychological well-being of the person, which was often referred to as the person having the possibility "to be who he/ she is" and "to live according to his/her own priorities." Participants' stories strongly included care recipient's first-person perspective in addition to the participants' own perspective. In this way, the participants gave the persons an identity (cf. Frank, 2010) , consciously resisting the oppressive public narrative of dementia (cf. Nelson, 2001) . Nelson (2001) states that if the counterstories are successful in the re-identification of the person in question, they allow this person "to be seen by herself and by others as someone worthy of moral respect-a good in itself" (p. 69; cf. Nelson, 2002) . The participants' stories make it possible to see the person as an individual and, therefore, as a person who deserves care with respect to his/her personhood.
Conclusion
Life stories about engagement in life when living with dementia revealed several causes for a reduction in activities. Some of the causes were functional and cognitive as a result of the advancement of dementia. Additionally, the participants shared the contextual, relational, organizational, and ideological causes for reducing activities, the latter of which relate to the values in nursing and how people with dementia are treated in relation to their agency. The participants communicated their need to tell their stories and to present activities in the context of the care recipient's life, lifestyle, and identity. Leontyev's (1977 Leontyev's ( , 1978 activity theory may help nursing care personnel analyze activities when helping persons with DD participate in meaningful activities. It gives a deeper understanding of the different levels of activity as well as the aspects that make activities meaningful. Leontyev (1978) connects personality inseparably to activity, and he emphasizes that to understand activity, we must examine "what kind of processes realize them and make them possible" (p. 158). In the case of a person with dementia, this is particularly important. It is essential to become familiar with the person's background, his/her motives, the context and the relational aspects of activities, as well as the care recipient's personality and identity connected to the given activity. This type of knowledge makes it possible for nursing care personnel to support the person in being active on the basis of his/her own priorities and understanding of the activity. In other words, it makes it possible for the person with DD to be active with meaningful activities.
As written previously, Kerby (1991) noted that the present becomes meaningful in the context of the past. The knowledge of a person's past is helpful for nursing care personnel as they try to understand the person's actions. Sometimes, the actions of a person with dementia may seem incomprehensible, but when interpreted in the light of the person's past, they may become fully understandable. If a person's selfhood and personhood are viewed as embodied (cf. Kontos, 2004 Kontos, , 2005 Kontos & Martin, 2013) and as connected to the person's activities (cf. Leontyev, 1978) , we acquire the possibility to support the different embodied manifestations of this selfhood: habits, lifestyle, priorities in everyday life, and meaningful activities.
Through stories, the participants may be able to mend or fulfill the broken stories of persons with DD by acting as vicarious voices for those whose voices are totally or partially silenced by dementia (cf. Hydén, 2008) . Counterstories allow nursing care personnel to better know the person with dementia as an active individual. They help nursing care personnel see "the person behind the disease," which has been a goal for person-centered dementia care for a long time (cf. Kitwood, 1997) . Kerby (1991) sees the person as an embodied self and the body as "the enduring locus to which a life history accrues, and hence to which the character of that history is indissolubly associated" (p. 111). Nelson (2001) argues that "a counterstory frees up a person's agency because personal identity and agency are intimately connected" (p. 69). How others understand who a person is profoundly affects the range of actions that are open to this person. Through a person's stories, nursing care personnel can acquire a rich and nuanced picture of the person's life, as well as different activities and activity patterns formed during his/her life course. Because people with dementia have a greater need for familiarity, self-assurance, individual adaptation, and support in conducting activities than cognitively healthy persons, the stories of close relatives may be vital for nursing care personnel in their attempt to find suitable methods to support the persons with DD become and stay involved in meaningful activities, enhancing their health and quality of life.
